
1 

Cancer Registry 

Who?  What? 

 When?  Where? 

     Why? 
 

 

Louanne Currence, RHIT, CTR 
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Patient Charles 

 64 y.o. man, complaining of constipation and 
occasional rectal bleeding 

 At “Scopes-R-Us, total colonoscopy showed 
lesion at sigmoid 
– Biopsy showed adenocarcinoma, poorly 

differentiated 

 Hemicolectomy at hospital showed T3N1M0 
adenoca 

 Chemo started at Dr Oncologist within month 
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Cancer  

The human body is comprised 

of more than 200 different 

types of cells, any one of 

which may become 

malignant. 
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Why? 

 Incidence 
 

 Follow-up 
 

 Education 
 

 Research 



 1,658,370 

  589,430 



7 

COSTS OF CANCER 

 $89.0 billion (treatment) 

 $18.2 billion (indirect morbidity) 

 $112.0 billion (indirect mortality) 
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Who? 

 Who establishes the registry? 

 

 Who wants the data? 

 

 Who can become a registrar? 
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Authority? 

 MO Cancer Registry created 1972 

– Approximately 12 volunteer hospitals 

– Statute 192.650 RSMO enacted 1984 

– Revised 192.50-192.657 Aug 1999  

 Federal (Cancer Registries Amendment 

Act of 199, Public Law 102-515) 

– Fund central registries in all states 
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Patient Confidentiality 

 Legislative mandates 

 Research requires Human Subjects 

Review Committee (IRB) 

 Written guidelines/Confidentiality 

pledge 

 Firewall 
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What? 

 What is gathered? 

–Demographics 

–Diagnosis 

–Workup, staging 

–Treatment 
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Patient Identification 

 Accession # 

 Sequence # 

 MR# 

 SS# 

 Name 

 Addresses 

 Telephone 

 Place/Date Birth 

 Age at Diagnosis 

 Race 1-5 

 Spanish Origin 

 Sex 

 Primary Payer 

 Comorbidities 

 Physicians 
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Cancer Identification 

 Class of Case 

 Facility From & To 

 Dates 

 Primary Site 

 Laterality 

 Histology 

 Diagnostic Confirmation 
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FCOT 

 Surg Dx/Stage 

Procedure (bx, bypass) 

 Surgery  

– Primary Site, Reg LN, 

Other 

– Surgical Approach 

– Surgical Margins 

 Radiation 

– Where, Site, Amount, 

Fractions, Start & Finish 

 Systemic 

– Chemotherapy 

– Hormone Therapy 

– Immunotherapy 

– Transplant/Endo 

Procedures 

– Other 

– Palliative 

Reason No Tx 

Surg/RT and/or Surg/Systemic Sequence 
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Charlie’s Treatment 

 Biopsy date 

 Hemicolectomy date, surgery, reg LN 

 Chemo at doc’s office 
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Meaningful Data is the Key 

 Standardization 
 

 Pertinent 
 

 Reasonable 
 

 Accurate 
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Standard Setters 

 NPCR 

 NAACCR 

– Central registries 

 SEER 

– NCI funding 

 COC 

– Hospitals 
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When?  

 Many time tables for registry: 

– Abstract 4-6 months after dx 

– Follow-up yearly* 

– Annual report yearly 

– PCEs, other studies prn 

– Cancer Comm meetings quarterly* 

– Tumor Conferences* 
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Where? 

 Reports 

 American Cancer Society 

 Journal articles 

 Cancer in North America 

 National Cancer Data Base 

 Data Requests 
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Casefinding 

 Reportable Lists 

– COC Standards 

– State Rules 

– by Agreement 

 Exclusions 

 Suspense File 
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Coding 

 ICD-O-3 in 2000 

 Site coding 

 Morphology coding 

– 4-digit histology code 

– 1-digit behavior code 

– 1-digit grade code 

Sample: Poor diff 

adenocarcinoma, 

sigmoid colon 

C187, 8140/33 
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Other Coding Guidelines –   

SEER Rules 

 Multiple Primaries/Histology (MP/H) 

– When are multiple tumors counted as > 1? 

– What is best histology for any tumor? 

 Hematopoietic Database and Coding 

Rules 

– Coding leukemia, lymphoma, and other 

heme diseases 
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Staging 

 Determine appropriate 
treatment 

 Predict prognosis 

 Provide means of 
comparison 
 

~ General Summary/SEER 

~ AJCC (TNM) 

~ Collaborative Stage (D/C 
cases diagnosed 2016) 
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Abstracting 

 Facility Oncology Registry Data 

Standards (FORDS) 

–Definitions 

–Files 

 Commission on Cancer: Cancer 

Program Standards 
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Follow-Up 

 Required for COC accreditation 

–Yearly 

–90% analytic patients dx in past 5 
years 

–80% analytic patients in entire 
registry 

 Central registries moving toward 
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Survival 

 1/6 people older than 65 are survivors 

 64% adults can expect 5-year survival 

 79% children can expect 5-year, 75% 

10-year survival 



Estimated and projected number of cancer survivors in the United States 
 from 1977 to 2022 by years since diagnosis. 

de Moor J S et al. Cancer Epidemiol Biomarkers Prev 
2013;22:561-570 

©2013 by American Association for Cancer Research 



Estimated number of cancer survivors in the United States  
as of January 1, 2012 by cancer site. 

de Moor J S et al. Cancer Epidemiol Biomarkers Prev 
2013;22:561-570 

©2013 by American Association for Cancer Research 



Charlie’s Survival? 

www.cancernetwork.com 
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COC Standards 

 Voluntary program to accredit 
programs 

 Areas of concentration 
– Eligibility Requirements 

– Program Management 

– Clinical Services 

– Continuum of Care Services 

– Outcomes 

– Data Quality 
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Central Registry 

 Population-based 

 Case ascertainment 

 Case consolidation 

 Death Clearance Only 
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Cases to MCR 
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Patient Linkage 
–New vs. Existing Patient 

Data Items Compared 
–Name (First, Last) 

–Date of Birth 

–Social Security Number 

–Sex 

–Other 

Data Processing 
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Sample Patient Linkage 

LAST FIRST DOB SEX 

DUCK DONALD 19550101 M 

DUCK DONALDO 19550308 M 

DUCK DONNA 19821202 F 

DUCK D. EDWARD 19550308 M 
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Tumor Linkage 
–New vs. Existing Tumor 

Data Items Compared 
–Site 

–Histology 

–Laterality 

–Hospital Number 

–Sequence Number 

Data Processing 
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Name Site Histology Diagnosis 

Date 

Class 

case 

Duck, 

D 

C189 8140/3 20050101 21 

Duck, 

D 

C184 8480/3 20050114 14 

Duck, 

D 

C220 8140/3 20050101 32 

Sample Tumor Linkage 
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Hospital vs Central Registries 

 Single facility 

 Hosp patients only 

 Improve care 

 FU, survival 

 Service-oriented 

 Self-evaluation by 

CA Comm 

 Multi-facility 

 All residents of area 

 CA prevent/control 

 Incidence/survival rates 

 Research-oriented 

 Population-based 

surveillance 
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How do hospital registrars spend 

time? 

Suggested Task Category %
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Reporting

Reg Operations
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Source:  JRM Vol 34, #3 – Kootenai Med Center Staffing Article 
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Registry Statistics 

 Hospital 

–Incidence 

–Qualitative 

–Survival 

 Central Registry 

–Incidence 

–Prevalence 

–Survival 
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www.facs.org/cancer 

                                                         



42 SEER.CANCER.GOV 
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http://www.cdc.gov/cancer/NPCR 



National Program  

of Cancer Registries 

1995+ 

 

45 states, 3 

territories, 

District of 

Columbia 

 

96% 

population 

coverage 

NPCR 
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NPCR Data 
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http://www.naaccr.org/ 



North American Association of 
Central Cancer Registries (NAACCR) 

www.naaccr.org Certified in 2014 for 2011 data 
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Info from 

central 

registries & 

NCDB 



www.cancerresearchuk.org 

Pink – higher than average  Grey – CA statistics less reliable 

Blue – lower than average 


